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What is the Ultimate Goal of the 
Survey?
The purpose of the National Housing and Residential 
Supports Survey was to hear directly from the autism 
community. In order to quantify the needs of young adults 
and adults with autism on a national level, it is necessary 
to listen to as many individuals as possible, as well as 
their parents or caregivers where appropriate.  The survey 
results will play an extremely valuable role as part of 
the efforts to increase public and private sector support 
for greater housing and residential support options for 
adults with autism. The results will be used to support 
recommendations on a national strategic plan for housing 
policy and development.

Survey Background and 
Methodology
In July and August 2013, online surveys were completed 
by over 10,000 people, including nearly 400 individuals 
with autism. Once the full data set was collected, the 
results were thoroughly analyzed and cross-tabulated by 
SIS International Research according to age groups, ethnic 
background, geographic region and gender, in order to 
make comparative conclusions along those lines. This 
Executive Summary contains an analysis of the results and 
trends from both surveys. 

Prior to the launch of the online survey, over 100 phone 
interviews were conducted with stakeholders in the autism 
community to frame the questions that were most relevant 
to adults with autism in seeking residential supports.  When 
asked about the current state of housing and residential 
supports in the country, all of the interviewees answered 
that the demand far outweighs the current supply.  This 
was confirmed through an array of research including an 
examination of affordable housing documents and review of 
Medicaid Waiver waiting lists.

What is the National Housing and 
Residential Supports Survey?
The National Housing and Residential Supports Survey is 
the first ever survey designed to measure and define the 
physical housing needs as well as the types of support 
services needed by young adults and adults with autism 
so that they may live as independently as possible. Two 
separate online surveys were completed by people with 
autism and their caregivers. Autism Speaks collaborated 
with SIS International Research to develop and execute the 
survey. SIS compiled the results. The National Housing and 
Residential Supports Survey was funded by a gift from the 
Boler Family Foundation.

The surveys consisted of a broad range of questions 
on the current state of housing and residential support 
opportunities for individuals with autism, as well as the 
future needs of this population. The survey was intended to 
identify the most important and commonly recurring housing 
needs within this community and highlight the concerns of 
their caregivers when it comes to providing for these needs. 

The National Housing and Residential Supports Survey is a 
snapshot of the current housing and support needs of young 
adults and adults with autism. The survey was distributed 
via the Autism Speaks website, various social media 
outlets, partner organizations and emails to the Autism 
Speaks community including tool kit recipients, walkers, 
volunteers and more. It is our hope that the survey’s results 
which demonstrate an overwhelming need for housing and 
residential support services will encourage more options 
and new and innovative models to provide appropriate 
housing and supports so that adults with autism can live 
fulfilling and independent lives to the best of their abilities.  
The survey also identified the need for more information 
for caregivers and people with autism about the types of 
funding that may be available and the systems that exist to 
provide opportunities for both the physical space as well as 
the support services for individuals on the spectrum.
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“it’s more than just purchasing a home. it’s 
funding the people that supervise my son 24/7. 
Food, gas/electric, etc.”

- mother of 21-year-old

Why is there a Current Need for 
Services for Adults with Autism, 
Especially in the Area of Housing 
and Residential Supports?

The most recent autism statistics from the U.S. Centers for 
Disease Control and Prevention (CDC) that were announced 
in 2012 and surveyed a population of children in 2008, 
identify around 1 in 88 American children as on the autism 
spectrum – a ten-fold increase in prevalence in 40 years. 
Careful research shows that this increase is only partly 
explained by improved diagnosis and awareness. Studies 
also show that autism is four to five times more common 
among boys than girls. An estimated 1 out of 54 boys and 1 
in 252 girls are diagnosed with autism in the United States.
ASD affects over 2 million individuals in the U.S. and tens of 
millions worldwide. Moreover, government autism statistics 
suggest that prevalence rates have increased 10 to 17 
percent annually in recent years.  These children will soon 
be entering adulthood. 

With this increase in prevalence has come an increase 
in the need for effective services for adults with autism. 
The need continues to far exceed the available resources, 
leaving a generation of people with autism and their 
families in a programmatic, financial and personal limbo. In 
order for adults with autism to have the services they need, 
resources must be available and policy must be amended 
to ensure that individuals on the spectrum have access to 
services and supports to meet their needs.

What is Autism?
Autism spectrum disorder (ASD) and autism are both 
general terms for a group of complex disorders of brain 
development. These disorders are characterized, in varying 
degrees, by difficulties in social interaction, verbal and 
nonverbal communication and repetitive behaviors. Autism 
is a developmental disability that by definition begins 
before the age of three and most often lasts throughout 
a person’s lifetime. Many individuals with autism have 
repetitive behaviors or intensely focused interests. The 
severity of symptoms vary widely among individuals and 
run the spectrum from those who do not develop spoken 
language and require extensive to support to ensure their 
wellbeing, to individuals who are highly intelligent but 
socially awkward.

Individuals with autism are unique. Each person has 
strengths and areas of need. The following are a 
few common characteristics that can be considered 
challenges or strengths depending on their severity:

Difficulty understanding language and social cues 

Excessive or minimal speech

Concrete thinker, often has difficulty with abstract concepts

Difficulty relating to others

Social awkwardness

Intense interests or concentration

Repetitive behaviors such as pacing, rocking or hand flapping

Sensitivity to light, sound, smell or other sensory issues

Anxiety or abnormal fears

Complex and in some cases challenging behaviors

Difficulty managing transitions or changes in routine

Strong visual skills

Excellent memory for facts and statistics

Adheres to rules and honesty sometimes to a fault

Musical, mathematical, technological, artistic ability or interest



Survey Demographics
The survey for caregivers had 8,614 respondents. 89% were parents of an individual with 
autism. The average age of those surveyed was about 48 years old. 50% were between the 
ages of 31 and 49, and 44% fell into the 50-69 age group. 87% were female and in terms 
of ethnicity, 80% were Caucasian, 8% were Hispanic, 7% were African American, 3% were 
Asian and 2% reported their ethnicity as “other”. 166 of the caregivers surveyed have been 
diagnosed with an autism spectrum disorder (2%).

The charts below show the breakdown of the education levels and incomes of the families/
caregivers. The group was very diverse in both categories.

The average income of 
respondents was $88,640. 
13% reported an income 
of less than $25,000 and 
5% indicated they made 
over $250,000 per year.

*Note: For simplicity, the term 

caregivers used throughout the 

report refers to all respondents 

who currently care for one or more 

individuals with autism. 89% of the 

caregivers surveyed were parents. 

The remaining respondents 

are other family members and 

professional caregivers.

Survey for Caregivers of People with Autism*
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The average age of the individual cared for by the respondents was roughly 17 years old. 58% 
cared for someone under the age of 18 and only 4% reported caring for an individual over the 
age of 30. The remaining fell somewhere in between. 82% of the individuals cared for were 
male. Of the 1,425 respondents (17%) whose children had not graduated from high school, over 
half will graduate within five years. 84% of the individuals with autism cared for still live at home 
with their families. It is important to keep in mind that the average age is relatively young and 
that the needs of this population will continue to evolve over time.

The overwhelming majority of caregivers reported that the individual with autism experiences 
other medical conditions: 60% experience anxiety, 60% experience sensory-processing 
problems, just under half have a cognitive impairment, 38% have Obsessive Compulsive 
Disorder and about one third experience aggression.

Current Living Situations
These caregivers indicated widely that supporting a person with autism is primarily a full-
time job.  The chart below displays the amount of support needed by the individuals with autism 
according to their caregivers:

65% of caregivers 
had reached a college 
diploma or higher.
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“i’m a single parent. 
Financially, i do not 
have money to save for 
either my retirement 
and most importantly, 
my son’s growing 
financial needs.”

- mother of 17-year-old

84% of caregivers 
reported that the 
individual with 
autism is currently 
living at home. 



The results show that the caregivers in the lowest income bracket 
were more likely to indicate needing “24/7 support” than caregivers 
from higher income families. 78% of respondents said the 
individuals need some daily support.

Caregivers were asked to rank the daily activities requiring the 
most support. The top five were as follows:

Seeking healthcare (79% reported)

Daily traveling (74%)

Public transportation (73%)

Managing finances (68%)

Safely walking outdoors (58%)

Lower income caregivers were much more likely to indicate that all activities required a high 
level of support.

Despite the support needs of the individuals with autism, only 24% of caregivers 
reported that the individual is currently on a waiting list for support services. This statistic 
demonstrates the need for additional education and information for caregivers about 
the importance of adding their child’s name to waiting lists as early as possible in order 
to have the best chance of securing housing and residential support services as he or she 
enters adulthood.

Almost seven in ten caregivers do not have outside help to care for their loved ones with 
autism, despite over half of the respondents reporting that they are in need of assistance. 
Of those respondents who do receive services in the home, services were most commonly 
provided between one and two hours per day. 62% of caregivers indicated that the individual 
receives outside care between zero and five hours per day. Only 13% reported care between 
21 and 24 hours per day. 

All respondents receiving services in the home were asked how the services are paid for:

71% reported that an agency pays

21% reported that the family/caregiver pays

2% reported that the individual with autism pays

6% selected “I don’t know”

Agencies refer to those receive funding from a 3rd party source (state, federal, insurance, 
etc.). 34% of all respondents reported that they do not have outside help but they are in need 
of assistance. About two-thirds of this group cited a lack of financial resources as the main 
reason for this:
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“i want to be able to live like 
normal people as much as 
possible. i don’t know what 
the future will bring but i’m 
going to do the best i can.”

- 20-year-old with autism



Preferred Living Arrangements for Individuals with 
Autism According to Caregivers
Caregivers responding to the survey were asked various questions to determine their thoughts 
on the ideal living situations for the individuals in the future.  46% of respondents said that the 
ideal situation for the individual was living at home with his or her family. 12% indicated a group 
home was most ideal and 10% thought his or her own home with a roommate would be the 

preferred option. 

Preferred Type of Home
When asked to rank the style of housing in an ideal situation, six in ten caregivers preferred 
single-family homes. Planned/intentional communities were a close second choice.

“i have no idea how to pay for any 
type of independent housing.”

- mother of 19-year-old

National Housing and Residential Supports Survey
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Preferred Roommate Situation
Opinion was split evenly half and half when asked whether the individual would like to live with 
a roommate. Of those who preferred a roommate for the person with autism, 61% thought he or 
she should have a single roommate, 37% selected 2-4 roommates and the remaining 2% felt 
five or more roommates would be the best fit.

Preferred Home Location
In terms of the most appropriate living environment for the individual with autism, caregivers 
reported the following:

64% of caregivers thought a suburban environment would be   
most appropriate

14% selected urban areas

14% chose rural areas

8% thought farmsteads would be the most preferred place to live

More than eight in ten caregivers would ideally like the person with autism to live within an 
hour from home. Over half said they would prefer to be less than 15 minutes away from the 
individual.

Preferred Level of Support
Respondents reported on the level of support needed to best care for individuals on the 
spectrum in an ideal situation. Three in 10 caregivers said that 24/7 support would be needed. 
The results were drastically different from the level of supports currently received by the 
individual, indicating a great need for additional residential support services for the autism 
community. Nearly three quarters of respondents said in an ideal situation, the individual would 
have a few hours per day or more of support in his or her living environment.
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In terms of modifications, the most commonly cited as necessary for a future home for 
the individual were smart home technology such as temperature and security control via 
smartphones (41%) and sensory sensitive features such as sound-proof walls or dimmed lighting 
(34%). Lower income caregivers were most likely to cite no need any modifications at all.

Top Concerns
Respondents were asked to rank their top three concerns with regards to securing housing for 
the individual with autism. Over half of the caregivers expressed that the person being treated 
with care and respect was their top concern. Nearly half cited paying for the home as a top 
concern and 40% cited paying for the necessary support services. Below is a graph summarizing 

the top concerns of the caregivers surveyed:

“i want to make sure she 
is in a nice environment, 
taken care of with respect 
and involved in daily 
activities and outings, and 
getting her medicine.” 

- mother of 24-year-old

National Housing and Residential Supports Survey
ExEcutivE SummAry



Financial Situations and Concerns
When asked the sources of funding the individual currently receives, nine in ten indicated they 
receive some type of funding.

36% are supported by 
Medicaid state plans 
and nearly one third 
are currently receiving 
funding from their 
families.

Only three in ten caregivers said with confidence that they will be able to help finance the 
person with autism’s future home. Despite the funding concerns, just one in four caregivers 
reported that they are currently saving money for the person’s future housing and residential 
support services. Only 6% of the individuals are currently on a waiting list for a rental or 
housing voucher, another indication of the respondents’ lack of awareness of the available 
services. Only 11% of the individuals with autism are currently employed. 

When asked how much they are able to contribute per month to these services, nearly 
half said they were able to pay less than $500 per month and 85% said they were able to 
contribute less than $1,000 monthly.

This data indicates the drastic need for funding for these families to help connect the 
individuals with the housing and residential support services that will allow them to thrive as 
adults. Adults with autism deserve the opportunity to live independent and fulfilling lives as 
contributing members of society. 
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Survey Demographics
Of the 379 respondents on the autism spectrum, 55% were male and 45% were female. The 
median age of the respondents was 25 years old. 75% of the respondents were Caucasian, 7% 
Hispanic, 5% African American, 3% Asian, 1% Pacific Islander and 9% of respondents listed 
their ethnicity as “Other”.

See below for the age and educational level demographics of the people with autism:

The median age of the 
individuals with autism 
who responded to the 
survey was 25 years old.

Survey for People with Autism

National Housing and Residential Supports Survey
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Of the 379 respondents, 64 had not yet graduated from high school. 70% of those individuals 
will graduate within the next three years. 

Below is a chart indicating the other conditions experienced selected by the respondents. The 
group was most likely to experience anxiety, sensory processing problems and depression as 

chronic health conditions. 

Current Living Situations
In order to determine the needs of the autism community, it is necessary to assess the current 
situation for individuals on the spectrum. Of the 379 respondents, the large majority will need 
housing and support services within the next five years. Over a quarter of the individuals 
surveyed will need services within one year. Despite this, only 6% reported currently being on 
housing voucher waiting lists.

Over 60% of all respondents still live at home with their families and just under 20% live in 
their own homes. Less than 5% of people fell into each of the categories: in their own homes 
with roommates, with a family other than their own and at a residential school. 12% chose 
the “other” option.

Below is the breakdown of responses for the current level of support needed:
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“i simply don’t know how 
my first home will be 
financed, although ideally 
i’d like to buy sometime 
down the road. i just don’t 
know when i’ll be able to 
do that.”

- 26-year-old with autism

The top five daily activities with which respondents indicated needing complete support were:

Seeking help from a healthcare professional (24% reported)

Traveling to work and to community activities (21%)

Using public transportation (20%)

Managing money, making purchases (18%)

Cleaning the home (14%) 

The top five daily activities with which respondents indicated needing moderate support were:

Maintaining appropriate social interactions (38%)

Community wants and needs (33%)

Seeking help from a healthcare professional (30%)

Making time to exercise (29%)

Cleaning the home (27%)

23% reported that someone from outside the family currently helps them at home. Of the 77% 
who answered no, 29% indicated that they did need help and 48% reported that they did not 
need help at home outside of their family members.

Of the 84 respondents who do receive in-home support, people typically received outside 
support for about five hours per day or less. The mean number of hours of help received per day 
was 5.24. Agencies that receive funding from a 3rd party source (state, federal, insurance, 
etc.) were the most common source of funding for the outside support at home for people with 
autism (59%).

Of the 111 respondents who stated they need help but do not have it:

55% attributed it to lack of financial resources

33% said they did not know where to find it

12% reported that there was no qualified staff available to provide the help 

Preferred Living Arrangements for Individuals   
with Autism
Choice is an integral part of a happy and healthy lifestyle. A critical goal of this survey was to 
determine not only the needs but also the preferences of individuals with autism. Unfortunately, 
their opinions are often left out of decisions for a variety of reasons, including the assumption 
that individuals on the spectrum are unable to make the choices themselves. The survey asked 
individuals about their ideal living situations in terms of housing and residential supports. The 
results are below:

National Housing and Residential Supports Survey
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Ideal Level of Support
15% of respondents indicated that no support was needed and 36% selected the “support 
only as needed” option. Three out of four respondents needed less than a few hours of 
support per week. 

Preferred Living Arrangement

Respondents were asked to rank their preferred living arrangements in five years. Responses 
indicated that the individuals with autism surveyed overwhelmingly would prefer to live in 
their own homes. The responses were as follows:

My own home: 37%

At home with my family: 22%

My own home with a roommate: 58%

Other: 12%

Of the remaining responses, between 1% and 4% chose each of the following options: my 
own home with multiple roommates, with a family other than my own, an assisted living 
facility, a developmental center and a residential school.
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Preferred Type of Home
Respondents were asked to rank the most preferred style of housing. When choices numbers 
one through three were considered, the results are displayed below:

“i want so badly to live on 
my own, especially since i 
am an adult. i don’t want 
to have to depend on my 
parents for room and 
board anymore.”
- 21-year-old with autism

Preferred Roommate Situation
When asked whether they would like to have a roommate, 60% of respondents said no. Of 
those who would like to live with a roommate, 62% preferred one roommate, 32% selected 2-4 
and 6% indicated they would like 5+ roommates. The mean number of roommates selected 
was 1.87. In terms of type of roommate:

24% would prefer to live with a roommate without 
a disability

18% preferred a roommate with autism

5% selected a roommate with a developmental disability

1% preferred a roommate with a physical disability

13% said “I don’t know”

13% selected “other”

26% had no preference

Preferred Community Type
When asked about the type of community in which they would prefer to live, the results 
indicated that respondents preferred suburban communities. 

55% selected suburban (outside of a city)

26% urban (city environment)

15% rural

4% farmstead

National Housing and Residential Supports Survey
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Preferred Living Distance from Family
Even though an overwhelming number of respondents preferred to live in their own 
homes, the majority wanted to stay close to their families. 28% said they’d ideally like 
to live within 15 minutes of their families and 23% said within one hour. 11% said 1-2 
hours, 10% said more than 2 hours and 28% had no preference. 

Top Concerns
Respondents were asked to rank their top three concerns with regards to securing housing for 
themselves. Financial security was clearly the most significant concern of people with autism. 
Over three quarters of the respondents were concerned with paying for their homes and a 
quarter were concerned about paying for the necessary support services.

Respondents were also asked what home modifications they will need in the future. 45% indicated they 
will not need any modifications. 32% will need sensory sensitive features (such as sound-proof walls or 
dimmed lighting), a quarter will need smart home technology (such as temperature and security control 
via smartphones) and 22% said safety features (such as door and window alarms) will be necessary. 

Financial Situations and Concerns
Respondents were asked what sources of funding they currently receive for housing and residential 
supports. Over a quarter currently receive income from their families and another quarter reported 
receiving funding from their employment incomes.

“i want a combination of 
state and federal resources 
and parent contribution so 
that my daughter and i can 
have some control of her 
options.”

 - mother of 19-year-old
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Despite financial concerns, three quarters of the respondents surveyed reported that 
they were not currently saving money for a home and residential supports. Only 37% 
are currently working and only 30% of the group that is employed is working full 
time. Respondents recognized that they will need to work in the future in order to pay 
for these services. 

Levels of Contribution
45% of the 379 individuals with autism surveyed said that they do not know how they 
will pay for their homes. 18% plan to buy, 30% plan to rent, 2% plan to lease and 5% 
plan to live in agency-owned housing. When asked whether or not they will be able 
to contribute to paying for their own housing and support services, 14% said they will 
not be able to pay for their homes and 28% said the same about support services. 
43% and 53% respectively said they do not know. Over two-thirds are planning to 
work in the future in order to contribute and nearly 70% would prefer to work full 
time. 

Respondents were then asked how much they feel they will be able to contribute to 
both housing and residential support services. Those surveyed commonly felt they will 
be able to contribute less than $500 to their housing and under $150 per month to 
support services. Amounts are displayed in the charts below:

“my income is extremely limited and 
there are no programs to help people 
like myself buy (or have donated to 
me) my own home even though it 
would significantly reduce my stress 
level and free up some income so i 
can buy food.”

-30-year-old with autism

National Housing and Residential Supports Survey
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The survey found that though the region where the individual 
or caregiver is located has little impact on the level of support 
needed, income level has a significant impact on the need 
for services. For the most part, families and caregivers in 
less financially secure homes are in greater need of support 
services than those with higher annual incomes. There is an 
urgent need for increased public and private funding options 
for housing and residential supports so that those who cannot 
afford these services on their own are still guaranteed access. 

The results from the survey clearly indicate the need for 
greater awareness and better education of families of 
individuals with autism regarding the steps to take at an early 
age to ensure access to housing and residential supports for 
when they reach adulthood. 76% of caregivers reported that 
the individual with autism is not currently on a waiting list to 
receive these services. Just one in four caregivers is currently 
saving for the future housing needs of the individual with 
autism. These two statistics reflect a lack of preparation in 
advance by parents and caregivers for securing housing and 
residential supports despite the significant need to access 
these services as adults. The system must be more transparent 
and families in the autism community must be better informed 
about the work that needs to be done years in advance to 
access the supports that will allow individuals on the spectrum 
to live full and independent lives.

There is a housing crisis happening right now in the United 
States and changes must be made and options must be 
created to keep it from growing even more out of control. 
It is our hope that the numbers and information gathered 
from the National Housing and Residential Supports Survey 
will go a long way in demonstrating the overwhelming need 
for housing options and support services for the growing 
population of young adults and adults with autism.

Overall Conclusions
Many conclusions were determined from the over 10,000 
responses that came in for the National Housing and 
Residential Supports Survey. The overarching theme was a 
clear and significant need for more housing and residential 
supports options for the autism community. With an estimated 
500,000 individuals with autism entering adulthood in the next 
decade, this need will surely continue to increase in the years 
to come. 

According to the Henry J. Kaiser Family Foundation, over 
300,000 individuals with developmental disabilities were on a 
Medicaid Waiver waiting list for home and community-based 
supports in 2011. 76% of caregivers surveyed reported that 
despite the need for future supports, the individual with autism 
is not currently on a waiting list for housing or residential 
support services, a clear indication that the 300,000 number is 
likely a huge underestimate of the population of individuals with 
autism who are in need of these services. 

Caring for an individual with autism is often a full-time 
job. Many caregivers indicated in their responses that the 
individual requires 24/7 support. There are numerous activities 
throughout the day that do require a base level of supervision 
and support and therefore a caregiver is often a constant 
necessity. This demonstrates the need for more than just 
physical homes for the growing numbers of individuals with 
autism. Support services are critical to allow them to live as 
independently as possible. Families are primarily concerned 
about the individual’s practical and emotional needs being met 
in their future housing situation. This concern outweighs their 
preference for the housing style and location. There needs 
to be a system in place in which residential support staff are 
trained and qualified to care for individuals on the spectrum 
so that their caregivers and families feel assured that their 
loved ones are comfortable and safe. The survey also reflected 
an acceptance for non-conventional models of living such as 
farmsteads and other community-based environments.
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About Autism Speaks
Autism Speaks is the world’s leading autism science and advocacy organization. It is 
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autism; increasing awareness of autism spectrum disorders; and advocating for the 
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America. On the global front, Autism Speaks has established partnerships in more 
than 40 countries on five continents to foster international research, services and 
awareness. To learn more about Autism Speaks, please visit www.AutismSpeaks.org.
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